Objective: to explore patients' perspectives across two cultures (Australia and USA) regarding communication about prognosis and end-of-life care issues and to consider the ways in which these discussions can be optimised.
Introduction
Over a third of adult patients diagnosed with cancer will die prematurely of their disease and many experience less than optimal care at the end-of-life [1, 2] . Many patients do not discuss their prognosis or concerns regarding end-of-life care with their doctor or family [3] [4] [5] . Lack of such discussions and sub-optimal communication can contribute to poor decision-making and outcomes at the end-of-life.
Most cancer patients want these discussions [6] and value that their physician is comfortable talking about death and dying [7] , though a significant minority of patients do not wish to discuss these issues [8] . Health professionals frequently avoid providing this information because they are uncertain of how much patients want to know or fear that patients and their families will lose hope [9] . At the same time, patients are unsure what questions to ask and whether they are ready to hear the answers. Thus, these discussions frequently do not happen.
Few studies have investigated patients' perspectives regarding the barriers and facilitators of communication about end-of-life issues and prognosis. Those identified focused only on being interviewed, participants completed a short questionnaire eliciting demographics and disease details. In accordance with established protocols in qualitative research, sampling was discontinued when information redundancy was reached, and no additional information was forthcoming after three consecutive interviews [17] . Each interview and the focus group were audio-recorded and data later transcribed verbatim, except for the de-identification of personal information.
Ethical approval was granted by Sydney South West and Northern Sydney Central Coast Area Health Services Ethics Committees in Australia and the University of Rochester
Research Subjects Review Board in the US.
Measures and interviews/focus groups
Demographic and disease details elicited included age, gender, educational attainment, primary tumour site and treatments received. Interview and focus group questions were designed by an expert advisory group comprised of oncologists, palliative care physicians, psychologists, nurses, and a health services researcher. Participants were asked about their experiences of communicating about prognosis and end-of-life care issues, barriers and facilitators of such discussions and their views about how these discussions could be optimised.
Analysis
The research team reviewed and interpreted the data using thematic text analysis with an inductive, data-driven approach [17] [18] [19] . NVivo 7 was used to manage the data coding [20] . Consistent with this method, Australian and US researchers read all transcripts. Four researchers (AW, PB, PD and FB) independently developed codes to represent the underlying meanings of the text. The research team then met regularly to compare codes and achieve consensus about code names and definitions. Codes were identified relating to adjustment and acceptance, skills, readiness and outcomes. Through iterative reading of the data grouped by codes, recurrent themes were established along with illustrative examples of these themes. Comparison was made between coded Australian and US transcripts and identified recurrent themes to discern points of commonality and divergence between the two groups. Rigor in our qualitative analysis was derived from successive rounds of iterative consensus work among multiple team members who analysed the interview and focus group transcripts and review of the coding by Australian and US team members not directly involved in developing the coding framework [21] .
Included quotes were chosen based on their ability to illustrate the themes and subthemes in the most succinct manner possible and are representative of the perspectives articulated by multiple participants.
Results

Participant characteristics
Fifteen Australian and 11 US patients were recruited for individual interviews with a further 8 US patients recruited for a focus group (see Table 1 ). Australian patients were predominantly male (80%) with an average age of 67.6 years. Most had a primary diagnosis of lung cancer (60%), while 11 of the 15 had received chemotherapy, 6 had received radiotherapy and 7 had received surgery. American patients were predominantly female (68.4%) with an average age of 58 years. While individual data were not obtained, US patients included those with primary tumours of the colon, breast, lung, pancreas or prostate who had had progression of their disease during chemotherapy. Patients were not expressly asked to indicate how soon they believed they would die, however interview responses indicated that all patients were aware that their disease was incurable and that their life expectancy was short. Two global themes were identified: readiness for and outcomes of discussions about prognosis and end-of-life issues. Two sub-themes were identified regarding factors that may foster readiness: patients' adjustment to and acceptance of their condition (together with seven factors promoting this) and doctor and patient communication skills, mutual understandings and therapeutic relationship elements. Two sub themes relating to outcomes of these discussions were also identified: achievement of control and moving on. These themes and sub-themes are illustrated in Figure 1 and discussed in detail below. Prior to a discussion of prognosis and end-of-life issues, participants felt that both the doctor and patient needed to be ready for the discussion. For the patient, this means that the desire to know the facts overrides any fear or ambivalence about discussing these issues. For the doctor, this means feeling comfortable, confident and able to discuss these issues, and clear that the patient desires this information. Readiness was felt to be necessary for discussions to achieve the best possible outcomes with the least discomfort.
Adjustment and acceptance
A key precursor to patients achieving a sense of readiness to discuss prognosis and endof-life issues was adjustment and acceptance. This involved being able to acknowledge their impending death while still maintaining realistic hope and a good quality-of-life. It also involved being able to accept the uncertainty inherent in their life expectancy, symptoms and general disease trajectory.
Patient factors promoting adjustment and acceptance
Coping style emerged as an important patient factor promoting adjustment, with patients who took an active coping approach, characterised by a focus on problem solving and information and support seeking, and who were expressive about their needs, wants, uncertainties and concerns appearing to be better adjusted and more accepting. For example, one patient spoke positively about expressing her concerns and questions to her doctor and being active in ensuring her needs are met: Age also emerged as a promoting factor. Older patients surmised that adjusting to a life limiting illness would be more challenging for younger patients and that because they themselves had had a long and full life, they could better accept the prospect of dying.
Age -"It depends on their age factor… I'm a woman in my 80s so I expect something sooner or later… a younger person, say a women in her 50s, she's still relatively young so you can't expect her to make the decision (to stop treatment) I made. She'd have to consider it (but) you've got a heap to talk about you know." (Australian, female, 82 years)
Having sufficient time to adjust to the disease enabled acceptance and readiness. Patients who had recently been diagnosed or who had only recently been told that their cancer was incurable seemed more ambivalent about discussing prognosis and end-of-life issues.
None expressly stated that they were unwilling to ever discuss prognosis and end-of-life care issues, but some wanted to delay these discussions.
Time to Adjust -"It's just a bit early and we haven't really got to (discussing prognosis) because I've had two treatments and I've seen (the oncologist) after the first treatment and I'll see her again next week, but whether we're ready for that stage I'm not sure"
(Australian, male, 60 years)
Having religious or spiritual faith also seemed to promote adjustment and acceptance, in participants' views, as did life experience that exposed the patient to death or fostered a pragmatic approach to situations beyond their control. For example, one patient who had Patients' sense of self-efficacy and comfort in asking questions and communicating with their doctor also appeared to be helpful.
Patients also identified important doctor skills in this context. These included maintaining a calm and open manner in all contacts with the patient, treating the patient as an individual and being sensitive to their individual needs. Participants also indicated that control of discussions should be actively given to the patient, but that the doctor should also take the initiative to raise complex or difficult topics such as prognosis and end-of-life issues. In discussing these issues and responding to patients' questions, participants felt that doctors should be honest, acknowledge and explain uncertainty where it exists, and relate the stories of other patients to foster hope and illustrate uncertainty.
Also contributing to adjustment and acceptance was a good doctor/patient relationship that was characterised by patients as a feeling of comfort and trust in their doctor. It was also noted that continuity in this relationship was important. The doctor skills highlighted above were seen to contribute to this relationship. Finally, a clear and explicit agreement and permission from both parties to discuss these complex and difficult topics was highlighted as an important step towards readiness to discuss end-of-life issues. Patients recognised that not only was it important for the doctor to invite discussion of prognosis and end-of-life issues, but also that the patient needed to give their doctor permission to raise these issues as well. 
Comfort and Trust
Giving the Doctor Permission
Outcome themes
A proximal outcome of these discussions was for patients to achieve some sense of control over their situation. This equated to getting the necessary facts about the illness and developing a consensus plan for future care with all involved parties including the patient, doctor and the patient's significant others. Patients felt there was considerable comfort in knowing that their wishes would be respected.
Consensus Planning -"(My family) haven't disagreed (with me). No they understand that if it gets bad I don't want anything like respiratory (support) to keep me alive. They know, my family, we've discussed this and they agree with me." (Australian, female, 82 years)
A secondary outcome of these discussions was a sense of being able to move on. Having discussed these issues and achieved some sense of control, participants valued maintaining a sense of normality in their everyday lives and a restoration or affirmation of their identity as a whole person rather than merely as a dying patient. This in turn enabled them to 'let go' of unrealistic expectations for future outcomes and embrace the idea of enjoying a good quality-of-life for however much time might remain to them.
Sense of Normality -"I'm still feeling good -well, I can't say that I came back to what I was before I got sick, but at least I'm looking after myself, I'm looking after my grandchildren, I cook, I do all the washing, I do shopping…" (Australian, female, 73 years)
Affirmation of identity -"Everybody knows (about my cancer) and I said don't treat me
as if I'm sick, just treat me normal like we were before." (Australian, female, 82 years)
Participant group differences
The themes identified appeared to apply equally to Australian and US patients with both groups presenting similar perspectives on optimising discussions of prognosis and end-oflife issues. Differences did, however, emerge in the attitudes Australian and US patients displayed towards these discussions. US patients displayed a more sceptical attitude than Australian patients towards discussions of these issues, often questioning the accuracy or worth of such information and suggesting that their doctors would avoid discussing negative issues. Where Australian patients mostly spoke of their relationship with their doctor in a personal and positive way, US patients spoke about their doctor in a more detached and neutral way, perhaps indicating differences in the doctor/patient relationship between the two cultures. 4. Discussion and conclusion
Scepticism (US) -"To some degree I have the feeling that they want to keep things on a very positive note and don't want to overplay the negative possibilities. So, these questions could lead to negative answers that I think the doctors are attempting to avoid to some degree." (US, male, 51 years)
Relationship (US) -"The doctor I'm a little bit less comfortable (with)
'
Discussion
This study extends the previous literature by illustrating how patient and doctor aspects interact to promote adjustment, acceptance and readiness for discussions of prognosis and end-of-life issues with minimal negative impact. The input and importance of both parties, and indeed the extended family, are emphasised by the current findings.
An active, information seeking coping style was first identified as predictive of positive adjustment to stress and illness by Lazarus in 1966 [22] . In this study, patients who were expressive and sought active involvement in their care were also more likely to desire information about their disease and what will happen in the future, and so were more open to discussing their prognosis and end-of-life care issues.
The importance of family acceptance of the status of the patient's illness and support of the patient's choices has been previously acknowledged [23, 24] , as have the challenges of navigating family requests to withhold information from the patient or disagreements about treatment decisions, particularly amongst culturally and linguistically diverse patient groups [8, 25] . Participants in this study also noted the important role of family in shaping patients' acceptance and readiness to discuss prognosis and end-of-life issues, suggesting that interventions to promote such discussion should include family. Indeed many advanced care planning guidelines emphasise the importance of involving family in such discussions [26, 27] .
While the relationship between age and acceptance of or anxiety about death is less than robust [28, 29] , older participants suggested that they would be better able to accept and discuss the reality of dying than their younger counterparts as they had had a full life.
Perhaps a full life or the absence of unfinished business, also identified as contributing to sufficient mental space for these discussions, is more common for older patients, a point that deserves further examination.
Finally, participants noted the importance of time, and lived experience of disease and symptoms as contributing to their acceptance of encroaching death. Many felt there was a time and place for acknowledging death and discussing end-of-life, which could not be hurried and needed careful negotiation. Interestingly, despite previous studies identifying a significant minority of patients unwilling to discuss these issues [8] , no participants in this study expressed such a preference, although some wished to delay the discussion. It may be that the preferences of patients who do not wish to discuss these issues are not fixed and alter with time and lived experience. Alternatively, our qualitative approach may have encouraged a more nuanced response to the question of preferences. Finally this may represent a bias in the sample of patients who agreed to participate in our study, with those wishing not to discuss these issues also refusing participation.
Many of the doctor and patient skills and relationship elements identified by participants in this study have been previously described and incorporated into systematic training programs [30] and best practice guidelines [31] , though few interventions have addressed systematic communication skills training of patients [32] . Patient proactivity, here identified as assertiveness and persistence in raising challenging or complex issues and communicating needs, has been highlighted as important in promoting better control of pain and symptoms and general care [33] and more effective and efficient information seeking and patient controlled communication [34] .
The importance of a good doctor-patient relationship has long been acknowledged to facilitate better information provision, improved patient coping and reduced uncertainty [35] . Importantly, the current findings highlight that the facilitative skills and relationship elements identified do not operate in isolation in the context of discussions of prognosis and end-of-life issues, rather they work together to promote patients' adjustment, acceptance and readiness to consider these issues.
Our finding that patients experienced a sense of greater control when prognosis and endof-life issues had been openly discussed echoes previous findings that have highlighted the importance of control for patients in quality end-of-life care [36] . Advance Care Planning has been acknowledged to allow individuals to express preferences for care and maintain autonomy past the point of incapacitation [37] . Patients expressed considerable relief in knowing that their wishes and preferences would be respected at the end of life.
Participants in this study also noted that having had such discussions and put plans in place, they were able to put future concerns aside and focus on present quality-of-life.
Despite advancing illness, they could concentrate on day-to-day experiences and enjoy a sense of normality in their lives, a notion increasingly identified as important for quality-oflife and sense-of-self [38, 39] . Patients who had not accepted their approaching death and made important decisions about the end-of-life paradoxically remained more caught up in the illness itself.
Despite health system differences between Australia and the US in end-of-life care [15, 16] , patients' perspectives on how discussions about prognosis and end-of-life care issues can be optimised were quite similar. Differences emerged in the more overtly sceptical attitude of the US patients towards the utility of these discussions and their doctor's willingness to discuss challenging issues. Australian patients also spoke about their relationship with their oncologist using more personal and positive language than US patients. These are nonetheless important attitudinal and relational differences that may influence the style and outcome of discussions of prognosis and end-of-life care. However, while health system factors may have contributed to these differences, it should be noted that the age and gender composition of the Australian and US patient samples was quite dissimilar and this may have had an impact on the emergent themes. Further research is needed to determine the factors underlying the observed differences.
If these differences do prove to be culturally based, it would underscore the importance of cultural sensitivity in both conducting end-of-life communication research and drawing conclusions from the findings. If even two Western cultures differ, more divergent cultures may have greater differences. People from Eastern and some European cultures have been reported to prefer non-disclosure of prognostic information [40, 41] , although we found in a recent qualitative study of Chinese, Arabic and Greek immigrants in Australia with incurable cancer, that the majority of patients preferred open disclosure [42] . Direct comparisons of different cultures using identical interview schedules, as done here, would usefully add to the cross-cultural literature on these topics.
Conclusion
Discussing prognosis and end-of-life care issues can enable development of a plan of care that maximises clinical and quality-of-life outcomes. The identified optimising factors illustrate patients' perspectives of how these challenging and complex issues can be discussed at the most appropriate time, in the most appropriate manner and with minimum negative impact. While some differences emerged in Australian and US patients' perspectives regarding these discussions and their relationships with their doctors, the pattern of factors and conditions necessary for positive discussions and the desired outcomes appeared to be the same for both participant groups. Further exploration of how health system and individual difference factors contribute to and maintain such attitudes and experiences is warranted.
Limitations and future directions
Patients were recruited from only 2 institutions in Australia and 1 in the US. The attitudes expressed by participants may therefore not be representative of general attitudes towards discussion of prognosis and end-of-life issues. Future studies could test the generalisability of these findings, seek the input of health professionals and patients' significant others who are also involved in such discussions and develop and test interventions designed to address the optimising factors identified here. Additionally, while participation was restricted to patients with advanced cancer in this study, communication about prognosis and end-of-life care is equally relevant for any patient with an advanced, life-limiting disease. Future studies should explore these concepts amongst other patient samples.
Information about primary tumour site was not collected from all patients; though amongst the patients from whom these data were collected, tumour site did not appear to impact upon the attitudes and experiences they described. However, individual characteristics such as primary tumour site, age and gender may impact upon patients' attitudes and experiences, and a larger sample would better allow sub-group analyses to discern the impact of such variables.
All US patients approached agreed to participate though two were deemed ineligible when screened. Seven Australian patients approached did not participate; one who withdrew after consent believing the material covered to be too personal, one who could not be contacted and five who declined to participate. Though the highest standards were followed in the sampling procedure, bias introduced by enlisting oncologists to identify potential participants cannot be ruled out. Finally, as noted above, it is possible that patients who wished not to discuss prognosis or end-of-life issues may have refused participation, resulting in a biased sample. Patients who do not wish to discuss these issues may identify a different pattern of barriers and facilitators to these discussions to the participants in this study.
Practice implications
Recognition of patients' adjustment and acceptance of their condition together with the factors that promote this and use of communication skills, mutual understandings and therapeutic relationship elements that promote readiness to discuss prognosis and end-oflife issues may assist patients and health professionals to address these issues at the most appropriate time and in the most appropriate manner. These discussions can give patients a sense of control over their situation and help them to maintain a sense of personal identity and enjoy a good quality-of-life. 
